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Foreword

As Assistant Seeretary for
the ¢ sfice of Special Eduea-
tion and Rehabihtative Ser-
viees (OSERS). one of my
major priorities has been to
promote the integration of
people with disabilities into
all aspeets of community
life OSERS' goal has been
to ensurc that integration
begins during the sehool
vears with childecen being
educated m the least restrie-
tive environment (LRE).
The prineiple of LRE means
that children with the full
range of disabilities can and
should be integrated into
regular sehool setungs. We
have supported efforts to
develop educational tech-
niques wh.eh enable an
mereasing number of chil-
dren with disabalities to
learn m the somie environ-
ment as other children. For
the typical student, suceess
1s usually measured n out-
comes such as meanmgtul
work, a place to live, and
personal fulfillment, which
ireludes a soeial network of
friends and family. These
goals are equally vald for
students with disabilities
Edueation in an integrated
environment 1s the best way
of preparmg students to live
m mtegrated communities
as adults.

But our efforts to ensure
integration during the
school years will be incom-
plete unless there are oppor-
tunitics for community
participation for persons
with disabilities when they
become adults. One of the
greatest barriers to full inte-

gration has been the lack of
emplovment opportunities,
In response to this need,
OSERS established a
national priority for improv-
mg the transition from
school to working life for
vouth with disabilities. The
transition proeess encom-
passes a broad array of
serviees and experiences
durmg high school. the
point of graduation, addi-
tional postsecondary or
adult services, and the ini-
tial vears in employment
We have supported the
development of cooperative
models among statec and
local edueation agencies.,
These efforts have inereased
our ability to help vouth
with disabilities in making
the transition from school to
work. For those individuals
whose physizal and mental
disabilities are so severe
that they do not qualify for
traditional vocational rcha-
bilitation serviees, OSERS
developed the supported
emplovment model. This
model allows persons with
severe disabilities to engage
in paid emplovment in inte-
grated settings and receive
on-going support services.

1 take great pride in the
progress we have made in
furthering commumty mte-
gration. But 1 am also aware
of how much remains tob.
done. The challenge of the
1990’ is to eapitalize on the

-3

progress we have made and
to break down the remain-
ing barriers to full commu-
nity integration. To help
meet this challenge, the
Research and Training Cen-
ter on Community Integra-
t]on, Center on Human
Policy, at Svracuse Univer-
sity, i eoordination with
the National Institute on
Misability and Rehabilita-
tion Research, within the
Offiee of Speeial Education
and Rehabilitative Serviees,
convened a group of experts
in the area of community
mtegration.

The results of the group’s
discussions are summarized
in this doeument. It refleets
not only the progress made
in eormnmunity integration
but reecommendations for
future directions. It is now
up to all of us to work
together to ensure that
these recommendations
are carried out and beeome
realities. If we are able to
do this, we will have moved
eloser to our ultimate goal
of ensuring full community
participation for persons
with disabilities.

Madeleine Will
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Preface

This report s the summary
of the proceedings of a Le¢ -
erslup Institute on Commu-
mty Integration for People
with Developmental Disabil-
ities held in Washington,
D C onNovember 21 and
22, 1988 The Leadership
Institute was designed to
identify the current state of
knowledge ard practice in
community mtegration and
to reccommend directions for
future efforts in this arca
The Leadership Institute
was organized around four
work groups, cach focusing
en . different aspeet of com-
mumty integration for peo-
ple with developmental
disabilitics:

1 Community Laving
2 Famihes

3 School

4 Work

The work groups were
asked to address the follow-
mg ssues: (1) Based on eur-
rent rescarch and practice,
what do we know about
community mtegration for
people with developmental
disabilities . (2) What are
the priorities for research
in community mtegration?,
{3) What arcthe prionties for
techmeal assistance and
traming?: (4) What are the
priorities for informuttion
dissemination?: and (5)
What are the key coneepts
or idcas that should guide
our thinking about com-
munity integration in the
future? As a point of depar-
ture for the work group dis-
cussions, a representative of
one of the major universities
participating in the Leader-
ship Institute presented a
paper containing an over-
view of the questions the
work groups were asked to
address.

In presenting this sum-
mary of the proceedings ot
the Leadership Institute, it
is important to pout out
that participants at the
Leadership Institute
included representatives of
nagor university rescarch
and training centers, par-
cnts, people with disabili-
ties, policy specialists, and
representatives of major
national develop nental dis-
ability orgamizations as well
as federal officials. Each of
the Rehabilitation Rescarch
and Training Centers
funded by the National
Institute on Disability and
Rehabilitation Rescarch
with an exelusive or major
focus on people with devel-
opmental disabilities was
represented at the Leader-
ship Iustitute. A list of par-
ticipants is inciuded in
Appendix A.

Many people contributed
dircetly or immdircetly to this
Leadership lnstitute. First,
we want to thank all of the
participants for their active
mvolvement in the Leader-
ship Institute. We also want
to acknowicdge and express
our appreciation of the fact
that university representa-
tives supported their own
travel expenses to Washing-
ton, D.C. to participate in
the Leadership Institute.
Sccond, we wish to thank
Patricia M. Smith of the
Office of Speeial Education
and Rehabilitative Services
and Naomi harp of the
National Institute on Dis-
ability and Rehabilitation
Research for their enthu-
siastic support for the Lead-

ership Institute and for their
ctforts on behalf of people
with developmental disabili-
ties. Finally, we want to
aclkuowledge the contribu-
ticn of Mrs. Madeleine Will,
Assistant Seerctary for Spe-
cial Education and Rehabili-
tative Services, whose
leadership has made pos-

s ble much of the progress in
the field of developmental
disabilitics identified at this
Leadership Institute.

A summary of the pro-
ceedings of a rceting is not
the same as the proceedings
themeelves. While this sum-
mary is based on presenta-
tions and work group
discussions, it represents
our own interpretation of
the key issues addressed at
the Leadership lnstitute.

A hst of papers and work
group reports from the
Leadership Institute avail-
able tfrom the Research and
Training Center on Connu-
nity Integration is included
in Appendix B.

Steven . Taylor

Julie Ann Kacino

Bonnie Shoultz

Rescarch and Training
Center on Community
Integration

Center on Human Pohiey

Syracuse University

February, 1989
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In the papers aud work
group discussions at the
Leadership Institute, four
themes ecmerged that cut
across the areas of commu-
nity living, family, school,
and work. First, particularly
in the 1980s, major prog-
ress has been made in
integrating people with
developmental disabilities,
including those with severe
disabilities, into the com-
munity. That people with
developmental disabilities
can live, work, and go to
sehool in typical conununity
settings is not just an idea.
It 1s a reality in a growing
number of communities
across the country. The pol-
iev direetion of integration
for people with develop-
mental disabilities s sup-
ported by a steadily growing
body of research and pract-
cal expericnee.

Second, as a future prior-
jtv. attention must be
directed to helping people
with developmental dis-
abilitics to achieve full
integration and participa-
tion in the community.
While expressed in different
ways. the importance of
social integration, or com-
munity participation, was a
consistent theme running
throughout the twodays of
the ' ~adership Institute.
ThL  ~allenge todayis not
mere’ - to help people with
developmental disabilitics
to be in the community, but
to be part of the community
as well.

Third, a tremendous gap
exists vetween the best
practices and the practices
found in most states and
communities. Whether in
the area of community liv-
g, family supports, work,
or school, “islands of excel-
lence” can be found across
the country. Yet programs
in most states and commu:-
nities fall far short of the
standards set by the best
programs.

Finally, an insufficient
policy and economic base
exists to support commu-
nity integration efforts. Fed-
cral and state policies and
funding mechanisms con-
tinue to supyort segregation
rather than integration for
people with developmental
disabilities. Medicaid was
consistently identified at the
Leadership Institute as a
major barrier to achicving
integration for people with
developmental disabilities
in communities, families,
workplaces, and schools.
Public policy lags signifi-
cantly behind the “state-of-
the-art” and, in many cascs,
threatens to eireumscribe

further progress tn assisting
people with developmental
disabilities to occupy their
rightful places in America’s
communmties, families,
schools, and workplaces.

A question that secems to
capture the spirit of discus-
sions at the Leadership
Institute is: “Is the glass half
full or half empty?” On the
one hand, states and com-
munities have made major
gzins inintegrating adults
and children with develop-
mental disabilities in the
community. Much has been
accomplished and even
more has been learned. On
the other hand, the poten-
tial of community integra-
tion forall people with
developmental disabilitics
is yet to be fulfilled. There
remains much more to do
and to learn,

'
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“In summary, the gen-
eral preferability of com-
munity to institution living
is well documented
through research on
developmental change,
onthe amount and types
of activities engaged in,
on the social and family
relationships and on the
perceptions and prefer-
ences of parents who
have seen their offspring
in both community and
institution settings ...
Obviously making the
state-of-the-practice
approximate the state-of-
the-art is a major chal-
lenge for the future.”

K. Charlie Lakin

Community Living:
Being of the
Community

The area of community liv-
mg faces many new chal-
lenges. As researchers,
parents, people with disabil-
ities, professionals, and poli-
evmakers, we know that it is
not enough to be mercly in
the community, but we are
still trving to unders: and
what it means to be of the
community. We are eon-
fronted with new questions:
How do we promote social
relationships between peo-
ple with developmental
disabilities and other com-
munity members? How do
we design supports around
people rather than fitting
people mto programs® How
can we enhance quality of
hife ¥ How do we maximize
freedom of choice and self-
expression? How can we
balance independence with
interdependence® How can
we prevent the community
from becoming like the
institution® While we are
facing new challenges and
questions, we are still eon-
fronted by the fact that
roughly 95,000 people witi;
developmental disabilities
remain in public institutions
and over 80.000 live at pri-
vate institutions and nursing
homes

What We Know About
Community Living

¢ All people with develop-
mental disabilities, includ-
ing those with severe
developmental, behavioral,
and health impairments,
can live successfully in the
community if appropriately
supported,

% Institutions and other
large, segregated living
arrangements are untaceept-
able places for people with
devclopmental disabilities
to live.

® Any resources available in
institutional settings can be

mzde available in commu-
nity settings.

® The evidence and experi-
ence indicate that life in the
community is better than
life in institutions in terms
of relationships, family con-
taet, frequeney and diver-
sity of relationships,
individual developnient,
and leisure, recreational,
and spiritual resources,

¢ Alt children with develop-
mental disabilitics can be
supported in natural, adop-
tive, or foster families.

¢ Both children and adults
with developmental disabili-
ties benefit from stable rela-
tionships with other peog'e,
meluding family members
and nondisabled community
members,

® People with develop-
mental disabilities ean and
do make positive contribu-
tions to the life of the
community,

Research: What
Researchers Need to
Study and Funders Need

to Support

¢ Quality of Serviees: A
range of studies that exam-
ine the quality of services
provided to people with
developmental disabilities,
ineluding people with chal-
lenging behaviors and com-
plex medical needs, from
different perspectives
and using different
methodologics.
¢ National Research on
Institutions and Commu-
nity Living Arrangements:
A stable and long-term fund-
ing source for studies of
dentographie, population,
and serviee characteristics
of institutions and commu-
nity settings and federal and
state financing of services
for people with develop-
mental disabilities.

8

® Social Relationships,
Social Integration, and
Social Networks: Quantita-
tive and qualitative studies
of social integration, includ-
ing comparative studies of
people with developmental
disabilities and noudisabled
people, studies of the rela-
tionship between formal and
mformal support systems,
studies of the impact of
community integration on
families, studies of how
community integration
impacts on women and
members of racial and eth-
nic minorities, and case
studies of individuals, fami-
hes, communities, and
agencies.

® Legal and Poliey
Rescareh: Studies of the
impact of law and policy on
people with developmental
disabilities and their fami-
lies, including comparative
studies of states,

¢ Implications of Commu-
nity Integration for Diverse
Groups: Research on the
meaning and nature of com-
munity integration for mem-
bers of minority groups,
urban populations, elderly
people, and people with the
most severe disabilities.

¢ State and Local Ageney
Administration and Prac-
tices: Studies of state
administration and funding
of services, quality assur-
anee systems, espeeially
nonregulatory approaches,
consumer driven service
approaches, and agency
adrainistration and staffing
issues.

5 b
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Technical Assistance and
Training: The Assistance
that States, Communi-
ties, Families, People
with Disabilities, and
Professionals Need

® Training for Policymak-
ers: Training, workshops,
study tours, and poliey msti-
tutes for poliey officals at
the state and local levels and
for clected and appoiated
state offictals, meludmg rep-
resentatives of state legisla-
tures, counties, and
exccuttve departments.

® Large-Scitle Demonstra-
tions: Long-term, well-
funded commumty living
demonstrations, including
states or communities that
face special ehallenges by
virtue of poverty, urban
problems, and similar
issues.

4
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¢ Interdiseiplinary Univer-
sity Training: Undergradu-
ate and graduate training
programs that integrate dis-
ability studies with studies
w other disaiplines; for
example, aging, poliey stud-
ies, family studies. urban
studies. and women's
studics.

¢ Indepth Technieal Assis-
tance: Long-term techmeal
assistanee to assist states
and communities to inte-
grate people with develop-
mental disabilities into the
community

¢ Training for Familics.
People with Developmental
Disabilities, and Serviee
Providers on Critical Issues:
Contferences and workshops
for families, people with
developmental disabilities.
and service providers on
critical issues sueh as cti-
zen monitoring, self-advo-
cacy, generie resources, and
social relationships.
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Information: What Infor-
mation Needs to be
Available, Accessible,
and Usable by Diverse
Audiences

¢ Develop Multi-Media:
Dissemninate information
through a variety of inedia,
including films, videotapes,
and general distribution
publications.

¢ Reach Diverse Audiences:
Develop and disseminate
information targeted to
diverse audicenees, including
families, minotity group
members, direet care pro-
vide,s, generic service
providers, journalists,

community members, and
policymakers.

o Address Policy Implica-
tions: Disseminate iaforna-
tion on the public policy
mplications of research
findings.

¢ Synthesize Rescarch
Findings' Prepare research
summaries, bibliographies,
and reviews for the use of
different audiences.

¢ Document Successful
Examples of Community
Integration: Document and
disseminate information
about successful examples
of community integration on
the individual, family, com-
munity, ageney, or state
level.

B I

“We are at the begin-
ning of anew venture into
the community for a per-
son with multiple handi-
caps and we know it cay:
work. There are, how-
ever, some impcrtang
quality-of-life learnings
already emerging.

“For professionals:
Bureaucracies are run by
well meaning people who
often are caughtin rules,
procedures and ways of
doing things thatother
wellintentioned people
have put in place. When
rules stand in the way of
full citizenship, they can
be adapted, modified or
changed. Think always
with creativity and iniio-
vation, and above all,
start by focusing on the

individual rather than the
system...

“For families: Become
aware of your child’s
preferences. Pian for the
future. Trust your vision.
Help agencies design
individual support sys-
tems. Band together with
other families and croate
your own community net-
work. Always keep your
son or daughter the focus
of brainstorming.

“Communities are filled
with people who will con-
nect, if the opportunities
are offered. Our children
can be trufy valued,
important, participating
community members.”

Cory and Ralph Moore
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. . . The family research
literature is replete with
information on the stress
created for families with
a member with a disabil-
ity; however, almost no
mention is made of posi-
tive contrit-utions. The
notion of focusing on pos-
itives has a tremendous
potential for destigmati-
zation and enhancement
of social statis and indi-
vidual dignity ...

“, . . Family decision-mak-
ing about needs and prior-
ities is obviously strongly
influenced by the nature
of expectations. Many

. ERI

¥ L
;

families are confused
about what to expect with
respect to integration
(they are still experienc-
ing ‘deinstitutionalization
jetiag’), and they are still
‘carrying baggage’ from
lowered expectations
generated at various
points of their lives and
by various professionals,
policies, and public atti-
tudes. A concerted effort
at raising family expecta-
tions can substantially
increase the nature and
extent of integration...”
Ann P. Tumbulland

H.R. Turnbuil

Families: To Realize

Dreams

The experience of the past
deeade, m particular, calls
into question tradittonal
assumptions underlyig ser-
viees to people with devel-
opmental disabilities and
their families. Public policy
and serviees for families of
people with developmental
disabilities must reflect
revised assumptions about:
pereepcions of disability
(from viewing the person
with a disability as a burden
to seeing the person as a
contributmg member of the
family and community);
tamily member roles
(toward refleeting mdwadual
family members’ prefer-
ences and chotees ): famuly-
person-professtonal partner-
ships (from viewing tamilies
and people with disabilities
as passive recipients of ser-
vices to respeeting them as
equal partners); profes-
sional services and informal
supports (toward striking a
balanee between formal pro-
grams and informal sup-
ports): and fanuly support
serviees (toward helping
families “dream” or form a
vision of a desirable future
for thetr son or daughter)

10)

What We Know About
Familiecs

® A person with a disability
can be a valued and contrib-
uting member of the family
and the society

® Socicty and its reactions
to disabilities impose
stresses and pressures

on families.

® Ali people need positive
and enduring relationships
with their families.

o All children, regardless of
severity of disability, can be
supported in natural, adop-
tive, or foster families.

¢ Famiilies know best about
vhat they need to support a
member with a disability.

¢ Family support services in
practically all states and
communities are inadequate
and in ma=y cases inappro-
priate for me t families.
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Research: What
Researchers Nsed to
Study and Funders Need
to Support

® Family Percepticns:
Studics of how famihes

view their members with

a disability, how family
recogmition ot the positive
contributions of the person
with a disability can be
inereased. and how socictal
attitudes and pubhic policy
impact on family pereer
tions and expectations.

¢ Family Members’ Roles:
Researeh on family relation-
ships. especially the roles of
mothers and stblings, and on
how pubhie policy can sup-
port or mterfere with tamily
ties.

® Person-Family-Profes-
stonal Partuerships:
Studies of practiees for
developmg etfeetive partner-
ships. especially with fami-
lies from minority groups

® Professional Serviees

and Informal Supports:
Researeh on the benefits
and limitations of both
protessional services and
informal supports, on family
preferences, and on prac-
tices for helping families to
make connections to the
community.

¢ Family Support Services:
Studies of how ditterent
kinds of support serviees
impact on families, inelud-
ing families from minority
and other traditionally
underrepresented groups,
and on families” dreams for
their children.

Technical Assistance and
Training: The Assistance
that Families, States,
Communities, Profes-
sionals, and People with
Disabilities Need

® Training on Changing
Assumptions: Families,
people with disabilities,
protessionals, and policy-
malkers need training on
changing assumptions about
families and people with
disabilities.

® Tcchnical Assistunee for
States and Serviee Systems:
States, serviee systems, and
local agencies need indepth
technical assistance on
implementing promising
practices for supporting
tamilies.

® Tcehnical Assistanee for
Policymakers by Families:
Technical assistance pro-
vided to policvmakers
should include training from
tamily members and people
with disabilities.

¢ University and Profes-
sional Training: Al training
needs to incorporate infor-
mation on new practices
and new ways of thinking
about families and people
with disabilities.

'

Information: What Infor-
mation Needs to Be
Available- Accessible,
and Usable by Diverse
Audiences

¢ Usc Multi-Media: Infor-
mation needs to be dissemi-
nated through various
means, including films

and videotapes, tailored to
different audicnces and
communities.

¢ Develop Practical Infor-
mation: Families need prac-
tical information written
without jargon.

¢ Prepare Information Pre-
senting Positive Images:
Information that portrays
positive images of people
with disabilities and families
needs to be provided tothe
media and policymakers.

¢ Document Suecessful
Examples: Familics, people
with disabilities. and service
providers need information
on successful examples of
community integration and
family supports on the indi-
vidual, family, community,
and state levels.

o Reach New Audiences:
Information on families
needs to be prepared and
disseminated to new aundi-
encces including judges and
attorneys, trust otficers in
bauks, and others.

My
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School: Supported
Education

With the enactment of Pub-
e Law 94-142, the Eduea-
tion for All Handicapped
Children Act, many thou-
sands of « hildren with
developmental disabilities
attended school for the first
time. Smee Pubhie Law 94-
142 was passed, attention
has gradually turned to the
quality of education pro-
vided to students with devel-
vpmental disabilitics. The
coneept of “Supported Edu-
cation” provides a direction
for efforts to enhance the
quahty of edueation for sti-
derts with disabitities and
indeed for all students. Sup-
norted Education means
brimging the supportive ser-
vices needed for the student
with developmental disabih-
tres mto the regular class-

T Zas b
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“Inconsistency in the
availability of integration
is a nztional phenomenon
. « . One of the lessons to
be learned from the situa-
tions of (individual stu-
dents) is that where a
student lives hasalotto
do with whether he or she
attends a regular school
.« . & few states, notzbly
Oregon, Hawaii, Arkan-
sas, and lowa, segregate
hardly any students in

Aruitoxt provided by Eic:
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separate schools. . .
American educationis
still a long way from
making the promise of
integrated schooling
universally available. Fur-
ther, evenif we are uble
tointegrate all students
into typical schools, we
must also be concerned
about insuring the
quality of the integrated
education.”

Douglas Biklen

room, and entals the
followmng: schools as inclu-
sive communities: all
students attendmg local

schools: a tecam approach for

staffing allowing flexibility
and creativity in mecting
studonts’ individual needs.
special educators as a
resource to regular eduea-
tors: administration based
at the local school: integra-
tion of all services: account-
abihty for services and
resources: fiscal incentives
to integrate students with
disabilities: and a philo-
sophical commitment to
accepting students with
developmental disabilitics
as capable learners who can
achieve, and who belong
with therr typical peers.

What We Know About
Schools

® All students with develop-
mental disabilities, includ-
ing those with severe
disabilities. can attend the
same public schools they
would attend if not disabled.
® All students with develop-
mental disabilities can par-
ticipate in regular school
proframs at the preschool,
primary, and secondary
levels.

® The qualities and prac-
tices necessary to make
integration work for stu-
dents with developmental
disabilitics arc the same
qualities and practices

that characterize eftective
schools for ali children.

® No prerequisite skills are
required for students with
developmental disabilities
to be integrated into regular
classes and local schools.

® Classroom integration
can be achieved at the pre-
school, primary, and
sceondary levels.

® Integration of students
with disabilities positively
affeets *he school environ-
ment for all studerts and
staff.

® State and local education
agencies vary tremendously
in their commitment and
the degree to which students
with disabilities are inte-
grated into regular classes
and schools.
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Research: What
Rescarchers Need to
Study and Funders Need
to Support

o Casc Studies: Qualitative
case studies of suceesstul
integration on the school,
school distrset, and state
levels.

¢ Qutcomes: Research on
the student outeomes of
mtegration.

¢ Orgaunizational Practices:
Studies of practiees on the
sehool. distriet, or state
levels used to integrate
students wath disebilities,
including staffing issues,
transportation, administra-
tive strategies., fundmg, and
policy imp.lementation

¢ Fiscal Practices: Research
on promismg funding prac-
tices and fiscal barriers,
and incentives to support
integration.

¢ fmpact on Families and
Nondisabled Students:
Studics of the impaet of
integration on families of
students with disabilities
and on students without dis-
abilities. Impaet on Staff:
Studies of the impaet of
preserviee and inservice

* aining, collaboration

'@ enstaff, and other

ERIC
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Training and Technical
Assistance: The Assis-
tance that States, School
Districts, Schools,
Professionals, and Family
Members Need

® Demonstrations: Systems
change projeets to imple-
ment Supported Edueation
in a variety of loeat sehools
and at distriet levels.

® Training for Regular
Edueation Polievinakers,
Officials. and Leaders:
lnstitutes, conferences, and
workshops on integration
and Supported Edueation.
® Technieal Assistanee:
Indepth assistanee and
consultation to states and
school distriets on integra-
tion and conversion to
Supported Fdueation.

® Parent Training: Confer-
enees and workshops on
integration and Supported
Edueation for all students
with developmental
disabilities.

o Tcacher Training: Pre-
serviee and inservice train-
ing on Supported Education,
including “master teacher”
programs for experienced
teachers.

® Training for Nou-Special
Educators: Preserviee and
inserviee training for regular
educators, edueational
administrators, related ser-
viees personnel, amd heanng
officers on school integra-
ton and Supported
Education.

traditionally underserved 4
groups. N
.

N
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Information: What Infor-
mation Needs tobe
Available, Accessible,
and Usable by Diverse .
Awdiences :

¢ Use Common Words:
Information needs to be pre-
sented m eommon langnage
for polievinakers, edueators,
and families.

¢ Employ Nounstigmatizing
Language: Information
needs to avoid the use of
unneeessarily stigmatizing
labels.

® Describe Suceessful
Examples: Information on
promising practiees and
suceessiul examples needs
to be disseminated widely to
polievmakers, state and
local officials. regular and
special edueators, and
tamilies.

¢ Document Positive Ont-
comes: Research findings on
integration outcomes need
to be disseminated to audr-
ences beyond researchers.

¢ Reach Minority Audi-
ences: Information needs to
be aceessible to members of
minority groups and other
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Work: From Good
Practices to Public .
Poiicy

People with all types of dis-
abilities can work and are
working. Many people who
were considered unemploy-
able a few years ago now
hold paying jobs. Rescarch
and praetice have shown
that supported employment
is feasible, desirable, and :
cost-effeetrve. Yet despite
the widespread suceess of
supported employment pro-

“In closing, it is proba- because it is markedly grams, major policy and What We Know About
bly fair to say by most different from what fiscal barriers—Medieaid.  work
standards, wonderful professionals had done inadequate funding for sup- .
’ . N
I . ported employment from ® People with develop- :
progress has been made previously. In consider- vocational rehabilitation mental disabilities. includ-
inimplementing sup- ing thatliterally thou- agencies, work disineentives  jng : disal -1: i :
i , $  ing severe disabilities, 3
ported employment sands of programs are imposed by the adminis- can work. .
nationally. Yes, the idea providing supported tration of S_OCi"l Security o Supported employment is )
is eloquently simple: employment, many programs, '}‘ﬂ‘_lcqumc feasible and cost-cffcetive. 3
place persons whohave  forthe first time, itis '"lce'l'{“‘:cs for "‘d“s"-"'l‘l‘“l;j ® The vast majoriiy of peo-
. alack ot interagency collab- ple with disabilities are !
:e\e'.‘;:"fk"d competi- remarkable indeed that oration—stand in the wayof  yyemploved, with unem- :
v store into real we are inaking the prog- eapansion of supported ‘ i .
: ans ! ployment the highest among :
work settings, provide ress we are. The true cmployment programs and women, members of minor- .
training at the job site, fruits of these systems insome cases threatenthe ey sroups, and peopie with .
and then provide long- chaage efforts will be °°"“"“““°":f existing P;‘" severe disabilitics. i
. grams. Now that supporte ¢ Among people with dis-
::rm n;a.i:l:enal:::e in the ::I‘I,wn ,i," the years which employment has proven abilities who do work, ;
m of job coaches, ow. itself, pohey 0!‘“"8‘35 need severe underemployment
attendants, coworkers, Pau! Wehman  to be made to insure that exists in terms of hours
volunteers, or whatever people with developmental worked. :
type of support service disabilitres have the oppor- ® Schools seldom provide
tunities to contribute to a iate voeationa
seem 3 appropriate voeational
s to work. However, their communities through training to prepare students
the actual implementa- work : o prepare s

with developmental disabili-
ties to be employed.

® ln virtually every state
and community in the coun- B
try, a crisis exists in the

capaeity of service providers

) i to provide post-school ser- ’
- vices to adults with develop- :

tion is quite difficult

= mental disabilitics.
g ® Major disineentives to
. supported work exist on the =
federal and state levels. :
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Research: What
Researchers Should
Study anc: Funders
Should Support

o Policy Initiatives and
Serviee Approaches:
Research on administrative
and programmatic praetices
for supported work, inelud-
ing approaches for the
conversion of segregated
services to supported work.
the mtegration of supported
work with speeial edueation.
personnel reeruitment and
training, and alternative
training approaches
@ Social Support and
Jommunity Participation:
Studies on informal sup-
ports and soeial relation-
shups in the workplace
o Employment Statistics for
Pcople with Disabilities:
Research on the trends and
needs in emplovment for
people with disabulities
@ Feonomies of Supported
Employment: Studies of the
costs and benetits of alterna-
tive approaches. ineluding
studies of the economice con-
sequenees of converting
from segregated serviees to
supported employment and
the economie consequences
for employers,
& Labor Market Trends:
Research on kibor market
and emplovment trends
relevant to people with
disabilities

Training and Technical
Assistance: The Assis-
tance that States, Com-
munities, People with
Developmental Disabili-
ties, Families, Profes-
sionals, and Employers
Need

® Preservice and Inserviee
Training: Trammg on sup-
ported employment for
rehabiitation professionals,
admimstrators, edueators,
and supported employment
staff.

® Technical Assistancee to
Providers: Indepth tranung
and technieal assistanee to
new and curtent providers
who are providing supported
emplovment or are con-
verting from segregated
serviees

® Technical Assistanee to
Emplovers: Consultation
and assistance to emplovers
on restrueturmg jobs and
cmplovinent settings to
aceommodate people with
disabilitics.

o Training for Parents:
Conferenees and workshops
for tamiltes on mereasing
expeetattons for their sons
and daughters and on sup-
ported employment, melud-
g parent-to-parent and
conswmner-to-parent
traimug.

® Coordination With
Speeial Education and
Reliabilitation Counsel-
ing: Include support
employment in state com-
prehensive personnel devel-
opment plans and certified
rehabilitation counscling
examinations.

® Family and Consumer
Involvement in Trainiug
and Technieal Assistanee:
People with developmental
disabilities and fanmuly mem-
bers should be involved in
planniug and providing
training and technical
assistance,

Information: What Infor-
mation Needs tobe
Available, Accessible,
and Usable by Diverse
Audiences

@ Increase Public Aware-
ness: Inform the publie, the
media, and employers ebout
the potential of people vith
disalnlities through vurious
media.

@ Dissenmtinate Rescarceh
Findings: Disseminate mfor-
mation to poliecvmakers,
serviee providers, families.
people with disabilities, and
educators on the practical
applications of research
findings.

® Reach National and State
Leaders: Develop mforma-
tion for polieymakers on the
nattonal and state levels.
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Conclusion:

Concepts to Guide
the Future

Concepts and ideas can

help us get from one place to
another, to move closer to a
vision ¢f a society in which
people with developmental
disabilitics assume rheir
place alongside the  .1on-
disabled peers. The con-
cepts that have dominated

the field of developmental
disabilities for nearly two
decades are giving way to a
new set of ideas. The follow-
ing arc some of the concepts
emerging at the Leadership
Institute that will help set a
direction for the future:

dreams for the future
compiete school
interdependence
respect

reciprocity
unobtrusive support
community building
tuture planning
supported education
positive contributions

full citizenship
partnership
informal support
equity
empowerment
diversity
regeneration
autohomy
choice
friendship
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Appendix A. List of Participants

Leadership Institute Coordinators: Bonnie Shoultz and
Naom: Karp

Community Living

Presenter:

K. Charlie Lakin, h.D.

Research and Training Center on Community Living
University of Minnesota

Facilitator:
Julie Ann Racino

Rescarch and Training Center on Community Integration
Center on Human Poliey, Syracuse University

Other Participants:

David Braddock. Ph.D.

University Affiliated Program in Developmental Disabilities

University of 1llinois at Chicago

Rob Horner, Ph.D

Research and Training Center on Non-Aversive Behavior
Management

University of Oregon

Cory Moore

Parent

Tom Nerney, Director

National Society for Autistic Citizens

isther Lee Pederson

Rescarch and Training Center Consortium on Aging and
Developmental Disabilities

Cimncinnati Center for Developmental Disorders, University
of Cineinnat:

Charles Rhodes

Beach Center on Families and Disability

University of Kansas

Steven d. Taylor, Ph.D.

Research and Training Center on Community Integration

Center on Human Poliey, Syracuse University

H. Rutherford Turnbull, 111, Parent

Beach Center on Families and Disability

University of Kansas

Robert Williams

Association for Retarded Citizens, D.C.

Families

Presenter:

Ann Turnbull, Ed.D., Parent
Beach Center on Families and Disability
University of Kansas
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Facilitator:

Bonnie Shoultz
Research and Training Center on Commumty Integration
Center on Human Poliey. Syracuse University

Other Participants:
Molly Cole, Parent
Pediatric Rescarch and Training Center
University of Conneeticut
Sharman Jamison. Parent
PACER Center, Inc., Minnesota
Naomi Karp
lational lustitute on Disability and Rehabilitation Rescarch
Ralph Moore
Parent
Betty Pendler
Parent
Karen Shannon, Parent
Kennedy Institute, Marvland

Fran Sunth, Parent
United Cercbral Palsy Associations. Inc.

School

Presenter:

Douglas Biklen, Ph.D
Svracuse University
Facilitator:

Susan Lehr, Parent
Techmeal Assistance for Parent Programs
Center on Human Poliey, Syracuse University

Other Participuits:

Mary Beth Bruder, Ph.D.

Pediatric Research and Training Center
University of Connecticut

Barbara Buswell, Parent

PEAK Center, Colorado

Larry Butcher

Parent

Barbara Cunmmgham, Ph.D

Parent

Katty Inge

Rehabilitation Research and Training Center
Virginia Commonwealth University

Celanc McWhorter
The Association for Fersons with Severe Handicaps

Elizabeth Rouse
Joseph P. Kennedy, Jr. Foundation

Wayne Sailor, Ph.D.

California Rescarch Institute

San Francisco State University

Marti Suell, Ph.D.

The Association for Persons with Severe Handicaps
George Zitnay

Joseph P. Kennedy, Jr. Foundation

Work

Presenter:

Wendy Parent

Rehabilitation Research and Training Center

Virgmia Commonwealth University

(Paper by Paul Wehman, Ph.D.. Virginia Commonwealth
Umiversity)

Facilitatoi:

Colleen Wieck, Ph D,

Minnesota Governor's Planning Couneil on Developmental
Disabilities

Other Participants:
Robert Bruininks. Ph.D
Research and Training Center on Community Living
University of Minnesota
Susan Goodman
Community Services for Autistie Aduls and Children
Michael Kennedy
Rescarch and Trainmg Center on Community Integration
Center on Human Policy, Syracuse University
Frank Laski
Public Interest Law Center of Philadelphia
Yaul Marchand
Association for Retarded Citizens - U.S.

Participants in Several Groups:
Patricia McGill Smith
Office of Special Education and Rehabilitative Services

Karen Faisoa
Jational Institute on Disability and Rehabilitation Rescarch
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Appendix 8. List of Additionai Fapers and
Reports From The Leadership Institute

The Center on Human Policy would like to make available
the complete proceedings of the Leadership Institute by
work group or as a complete document.
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Complete Proceedings: Leadership Institute on
Community Integration
(Includes an introduction, four papers presented at the
Institute, and detailed proceedings of all work groups.)
Cost: 815.12

Leadership Institute: Community Living
(Contains a paper, titled “An Overview of the Cor.zept
and Research on Community Living,” by Charlie Lakin,
and the proceedings of the work group on Community
Living.) Cost: $6.32

Leadership Institute: Families
(Contains a paper, titled “Families and Community Inte-
gration,” by Ann P. Turnbull and H.R. Turnbull, and the
proceedings of the work group on Families.) Cost: $2.40
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Leadership Institute: Education
(Contains a paper, titled “Integrated Education,” by
Douglas Biklen, and the proceedings of the work group on
Supported Education.) Cost: $1.68
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Leadership Institute: Employment
{Contains a paper, titled “Supported Employment:
Toward Equal Employment Opporturity for Persons with
Severe Disabilities,” by Paul Wehman, and the proceed-
ings of the work group on Employment.) Cost: $2.88

To order any of the above, please send the amount to
Rachael Zubal, Center 011 Human Policy, 200 Huntington =
Hall, Syracuse, NY 13244-2340.
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Upon request, The Center on Huiman Policy will make

v,
[

availablc enlarged copies or an audiotape of this document. b
A Center on Human Policy B
E

School of Education
Syracuse University

E l{[lc 200 Huntington Hall 2 ﬂ

Syracuse, NY 13244-2340
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